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(5)  Introduction 

The  purpose  of  this  project  was  to  develop  a  much  needed  patient  education  tool  in  cancer 
genetics,  specifically  dealing  with  breast  cancer  genetics.  The  proposal  described  a  ring-bound 
book  with  colorful  illustrations  and  graphics  to  depict  the  main  contents.  The  text  is  large-type 
and  adapted  to  a  third  grade  reading  level  or  above.  The  counselor  would  go  over  the  contents  of 
a  page  and  then,  in  a  consecutive  linear  fashion,  advance.  Color-coding  of  the  sections  allows 
easy  access  to  specific  portions  if  review  is  required.  The  project  also  developed  a  self-paced 
interactive  CD-ROM  that  the  patients  can  use  at  home  prior  to  their  appointments  or  in  the 
waiting  area,  through  a  portable  of  des-top  computer.  The  present  CD  is  platform-independent. 
Because  Spanish-speaking  patients  are  increasingly  served  in  certain  communities  in  the  US,  the 
book  was  translated  into  Spanish  and  produced  for  dissemination,  at  the  same  high  standard  of 
graphic  design.  All  the  tools  developed  during  this  project  are  being  evaluated,  and  will  continue 
to  be  evaluated  for  several  months.  Preliminary  indications  are  of  overwhelming  positive 
acceptance  and  usefulness.  Encouraged  by  this  preliminary  feedback,  we  plan  a  more  wide 
spread  dissemination  of  the  tools  through  advertisement  in  the  cancer  journals.  More  data  will  be 
gathered  from  these  users  in  the  next  year. 

16)  Body 

The  main  accomplishments  of  this  project  were,  as  described  in  the  Statement  of  Work  the  production  of 
a  patient  education  curriculum  for  breast  cancer  genetics,  the  generation  of  a  3-5th  text  and  graphics,  and 
the  printing  of  a  high-quality  tool.  Evaluation  of  these  tools  was  also  to  have  taken  place  during  this 
period.  However,  delays  and  cuts  in  funding  necessitated  a  slower  pace  of  the  evaluation  part  of  this 
research  than  we  would  have  preferred.  In  spite  of  this  slight  delay,  however,  we  present  as  an  important 
Appendix  to  this  report,  the  English1  and  Spanish2  finished  versions  of  the  book,  and  the  English  CD- 
ROM1.  All  have  been  tested  in  at  least  3  sites,  and  the  acceptance  has  been  overwhelming  by  both 
patients  and  professionals.  There  have  been  no  negative  comments  about  either  tool;  some  counselors 
mentioned  that  they  would  like  to  see  chapters  added  for  colon  cancer  genetics,  following  the  same 
formats.  Such  improvements  were  of  course  beyond  the  scope  of  the  Army-funded  project,  but  we  pass 
this  along  in  this  report  for  your  information.  The  tools  were  presented  in  preliminary  form  at  a 
Workshop  organized  at  the  University  of  Michigan3,  and  at  other  scientific  meetings4'7.  The  tools  will  be 
available  for  ordering  through  the  Internet  in  the  near  future,  we  considered  placing  the  files  in  a 
dowloadable  fashion,  but  we  rejected  that  option  for  2  reasons:  some  of  the  files  are  very  large  and  will 
likely  easily  overwhelm  the  technical  capabilities  of  most  typical  office  computer  storage,  and  the  sturdy, 
ring-bound  landscape  format  id  hard  to  replicate  in  a  “home-grown”  version  which  would  make  it  less 
useful  for  repeated  use  in  a  patient-care  setting.  The  tools  will  be  sold  in  the  future  to  interested 
practitioners  at  cost,  to  recover  the  expenses  of  printing  and  mailing. 

(7)  Key  Research  Accomplishment 

7.1.  Development  and  production  of  a  state-of-the-art  patient  education  tool  for  breast  cancer  genetics  in 
both  English  and  Spanish.  Preliminary  testing  at  sites  in  University  and  community  settings. 

7.2. Development,  production,  and  testing  of  a  CD-ROM  to  be  used  for  patient  education  in  cancer 
genetics  available  in  English 

(8)  Reportable  Outcomes 

Availability  of  these  patient  education  and  counseling  tools  for  practitioners  around  the  world 
that  can  utilize  English  or  Spanish  language  materials  and  are  engaged  in  cancer  genetics 
counseling  and  risk  assessment  and  in  cancer  prevention. 
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(9)  Conclusions 

In  spite  of  the  difficulties  inherent  in  communicating  genetic  information  to  the  lay  public,  we 
have  succeeded  in  producing  a  culturally  diverse  tool,  amenable  to  understanding  by  patients 
with  a  third  grade  education  or  better.  Most  importantly,  because  of  the  chapters  on  risk 
management  and  cancer  control,  this  book  has  applications  regardless  of  whether  the  patient 
proceeds  with  genetic  testing  or  not.  It  therefore  constitutes  the  first  attempt  that  we  know  of  to 
combine  genetics  education  with  cancer  prevention  in  a  single  patient  counseling  session. 
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El  nucleo  es  el  centro  de  control  de  la  celula. 
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Hereditario  significa  que  se  transmite  en  una 
familia  de  generacion  en  generacion. 
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Celulas  normales  Un  tumor  crece 
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El  cancer  de  mama  causado  por  BRCAI ,  parece  afectar  solo  a  las  mujeres. 
Sin  embargo,  los  hombres  pueden  ser  portadores  de  una  mutacion  y 
trasmitirla  a  sus  hijos. 
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Beneficios  de  la  evaluacion  genetica 
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Antes  de  decidir  si  proseguir  con  la  evaluacion  genetica,  es 
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Riesgos  Ffsicos:  La  evaluacion  genetica  requiere  una  muestra  de  sangre. 
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Alimentos  que  contienen  carotenos  son  frutas  y 
verduras  de  color  verde  oscuro  y  amarillo  fuerte. 
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Los  aceites  vegetales  y  las  nueces  tamoien  contienen  graj 
que  son  preferibles  que  las  grasas  animales.Trate  de  usar 
aceite  de  oliva  en  las  comidas  que  requieren  acelte. 
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u  di.minuye  el  i  ie^go  tie  enfet  .nedade^  del  corazon,  presion 
arterial  alta  (hipertension  artei'ial)  y  diabetes, 
u  ayuda  a  desarrollar  fuerza  muscular. 

U  ayuda  a  prevenir  el  aumento  de  peso  y  la  obesidad. 
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4-6  horas  por  semana. 


Esta  seccjon  esta  dedicada  a  Id's  efectos  del  alcohol  y 
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Para  las  mujeres,  el  riesgo  de  cancer 
de  mama  puede  aumentar  cuando 
toman  regularmente  dos  tragos  de 
alcohol  al  dia. 
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tabaco  aumenta  su  riesgo  de  cancer  de  boca  /  garganta. 
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